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... out of the darkness,
into the light . . . ®

June 18, 2001

The Honorable John D. Dingell, Ranking Member
House Energy and Commerce Committee

U.S. House of Representatives
Washington, DC 20516

Dear Mr. Dingell:

The National Organization for Rare Disorders (NORD) applauds your
efforts to ensure passage of the Bipartisan Patient Protection Act of 2001 .
This legislation must be enacted by Congress to guarantee that all
Americans have access to timely and appropriate medical care.

There are approximately 25 million men, women and children in the
United States suffering with rare disorders, many of whom are denied
access to quality healthcare coverage, because managed care organizations
may deny benefits due to low demand, unfamiliarity with standards of care
for unusual diagnoses, and/or the high cost of care. When benefits are
denied and there is no appeals process, patients continue to suffer
unnecessarily because there are no safeguards to insure the fair and
unbiased resolution of appeals. Continuity of care and access to clinical
trials is also of significant importance to those suffering with the 6,000
known rare “orphan” diseases.

On behalf of the voluntary health organizations and the thousands of
individual patients, clinical researchers and healthcare providers
represented by NORD, we wholeheartedly endorse your efforts to enact
the Bipartisan Patient Protection Act of 2001.

Sincerely,
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Abbey S. Méyers N
President
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